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participation and the right to health:
lessons from indonesia
Sam Foster Halabi
abstract
The right to participation is the “the right of rights” — the basic right of people to
have a say in how decisions that affect their lives are made. All legally binding international human rights treaties explicitly recognize the essential role of participation
in realizing fundamental human rights. While the substance of the human right to
health has been extensively developed, the right to participation as one of its components has remained largely unexplored. Should rights-based health advocacy focus on
participation because there is a relationship between an individual’s or a community’s
active involvement in health care decision-making and the highest attainable standard
of health? In the context of the human right to health, does participation mean
primarily political participation, or should we take the right to participation to mean
more specifically the right of persons, individually and as a group, to shape health
care policy for society and for themselves as patients? Decentralization of health care
decision-making promises greater participation through citizen involvement in setting
priorities, monitoring service provision, and finding new and creative ways to finance
public health programs. Between 1999 and 2008, Indonesia decentralized health
care funding and delivery to regional governments, resulting in substantial exclusion
of its poor and uneducated citizens from the health care system while simultaneously
expanding the opportunities for political participation for educated elites. This article
explores the tension between the right to participation as an underlying determinant of
health and as a political right by reviewing the experience of Indonesia ten years after
its decision to decentralize health care provision. It is ultimately argued that rightsbased advocates must be vigilant in retaining a unified perspective on human rights,
resisting the persistent tendency to separate and prioritize the civil and political aspects
of participation over its social component.
introduction
The right to participation is the “the right of rights”  the basic right of
people to have a say in how decisions that affect their lives are made.1 All
legally binding international human rights treaties recognize the essential
role of participation in realizing fundamental human rights. The United
Nations Committee on Economic, Social and Cultural Rights, in its 2000
General Comment No. 14, The Right to the Highest Attainable Standard of
Health, provides that participation of the population in all health-related
decision-making at the community, national, and international levels is
an important aspect of the right to health.2 Paragraph 43(f) of General
Comment No. 14 directs states to use participatory methods to adopt
and implement a national public health strategy and implement a plan
of action to achieve it. Article 4 of the 1978 Declaration of Alma-Ata
on Primary Health Care states that “people have the right and duty to
participate individually and collectively in the planning and implementation of their health care.”3
Within the literature on the right to health, there is no conceptual clarity about the role that participation plays for individuals in attempting
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to obtain the highest attainable standard of health,
as human rights law mandates.4 Should rights-based
health advocacy focus on participation because there
is a relationship between an individual’s or a community’s active involvement in health care decisionmaking and the highest attainable standard of health?
In the context of the human right to health, does
participation mean primarily political participation,
or should we take the right to participation to mean
more specifically the right of persons, individually
and as a group, to shape health care policy for society and for themselves as patients? As Neil Popovic
phrased it, “[D]oes [the right to participate] matter
for its own sake (the elemental model), or as a means
to protect . . . other cherished values (the instrumental model)?”5
In the context of the right to health, these two types
of participation are best understood with reference
to 1) General Comment 14, which, along with food,
nutrition, housing, healthy occupational and environmental conditions, and access to health-related
education and information, lists participation as an
“underlying determinant[ ] of health;” and 2) the
1993 Vienna Declaration and Programme of Action,
which calls for “the freely expressed will of the people
to determine their own political, economic, social and
cultural systems.”6 With the former approach, participation occurs under the direction of health providers
to “reduce individual illness or improve the individual’s environment.”7 Under the latter, citizens are
decision-making stakeholders who have a say at every
level, from where resources are allocated to logistical
planning.8 The right to participation has traditionally
been researched only in the political context, that
is, involvement in decision-making, planning, and
implementation processes ranging from community
organization to electoral politics. That argument has
been extended to health care policies. Proponents say
that participatory politics are necessary to ensure participation in health care and public health planning,
via elected officials and a responsive, transparent
government. However, in this article, I show that the
two approaches to participation are quite distinct and
can be unrelated or even follow opposing trends.
Juxtaposing participation as an elemental right versus
an instrumental right does not necessarily entail any
contradictions. When effective community participation can contribute to improvements in individual
and community health, then the elemental and instru50 • health and human rights

mental approaches converge. Yet the evidence as to
the relationship between community participation and
health outcomes is relatively thin.9 Practitioners often
adopt an idea of community based on spatial and social
factors and political ideas that may not correspond to
local understandings or circumstances.10 Advocates
of rights to participatory health care may overlook
key challenges to meaningful participation in health
care decision-making, mistaking idealized notions of
“inclusion” for effective health care planning and provision.11 This apparent contradiction is easily resolved
when taking both approaches into consideration, not
discarding participation if its benefits are not immediately obvious, and not insisting on participation at all
costs where such costs are considerable.
Politicians, scholars, and civil society groups have
advanced decentralization of health care decisionmaking as a possible solution to achieving the right
balance between increasing opportunities for decision-making participation and involving interested
stakeholders in a way that would improve individual
and community health.12 Decentralization of health
care decision-making promises greater participation
by involving citizens in setting priorities, monitoring service provision, and finding new and creative
ways to finance public health programs.13 The theory,
informed largely by political science and public choice
literature, is simple: citizens understand their ability
to shape health care outcomes, within parameters of
general policy, if given the opportunity.14 The more
local the decisions, the greater the participation. This
theory depends, of course, on a careful assessment
of local circumstances; decentralization without
deliberation risks burdening resource-poor regions
or municipalities with expensive responsibilities but
insufficient information, personnel, or technology.
This article explores the realization of the right to
participation as a component of the right to health,
and as a political right, by reviewing the experience
of Indonesia ten years after its decision to decentralize health care provision. I argue that the two perspectives on the right to participation are distinct and
can run contrary to one another. Indonesia embraced
the 1978 Alma-Ata principles and pushed its planning agenda through a centralized system of building
health centers and training local workers. In 1995, the
Indonesian Ministry of Health first studied decentralizing the public health system, and in 1999 took
steps to do so within broader efforts to decentral-
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ize administrative authority. Three major factors led
the Indonesian government to decentralize authority
over public services, including health care, to regional
governments. First, international lending institutions
imposed restrictive conditions on loans made in the
wake of the 1997 Asian financial crisis. Second, secessionist movements in Indonesia’s peripheral provinces surged during this time period. Third, diminished
public revenue in the wake of the financial crisis
pushed officials to identify budget items, such as the
centralized health care system, for which alternative
financing arrangements could be developed.15
Indonesia adopted Law No. 22/1999 on regional
governance and Law No. 25/1999 on fiscal balance,
devolving powers to the regions.16 The laws gave provinces, districts, sub-districts, and villages authority over
public affairs  including health  while the central government retained control over foreign policy,
defense, security, the judiciary and fiscal policy, and
religious affairs.17 The move to localize service sectors
boosted rights-based health advocates’ call for local
participation. At the same time, the diminishing role
of the central government eroded the previous commitment to a model of health care as a public good.18
participation as a human right
Human rights are comprised of civil, cultural, economic, political, and social rights made binding as part
of customary international law and at least two major
international covenants: the International Covenant
on Economic, Social and Cultural Rights (ICESCR),
and the International Covenant on Civil and Political
Rights (ICCPR). In the context of the ICCPR, the
right to participation has generally been taken to
mean the right to organize a political party, to vote,
or to freely express political opinions.19 Other treaties define participation as the right to participate in
cultural life; or, the right of children to participate in
decision-making processes affecting their interests.20
The ICESCR casts participation as part of the right to
health both as an “underlying determinant[ ] of health”
and as a right to have a say in health matters, generally.
The UN Committee on Economic, Social and Cultural
Rights interpreted the right to health, as defined in
article 12.1, as an inclusive right comprised of:
access to safe and potable water and
adequate sanitation, an adequate sup-

ply of safe food, nutrition and housing,
healthy occupational and environmental
conditions, and access to health-related
education and information, including
on sexual and reproductive health. A
further important aspect is the participation of the population in all healthrelated decision-making at the community, national and international levels.21
On one hand, the Committee’s interpretation suggests that, like potable water or a safe workplace,
participation is an underlying factor contributing to
health. On the other hand, the Committee separated
its discussion of participation from its list of underlying factors and framed it as a “decision-making” or
political aspect of the right to health.
Rights-based practitioners and scholars have focused
on this latter interpretive option, analyzing participation within the meaning of the ICCPR. In her analysis of the right to health under international human
rights law, Virginia Leary adopted the perspective of
the Vienna Declaration, writing that:
Participation of individuals and
groups in matters that affect them
is essential to the protection of all
human rights. Democracy and human
rights are frequently linked in current
rights discourse  and democracy
means more than merely voting: it
requires provision of information and
informed participation.22
Celebrating the thirtieth anniversary of the Alma-Ata
Declaration, one set of contributors to The Lancet’s
special issue noted that the primary health care movement focused on “putting the ‘public’ into public
health”:
The inherent focus on equity, the necessity of reaching the unreached and
involving them not only in the benefits
of health care, but more importantly,
in the decisions and actions that collectively make health, was at once novel
and revolutionary.23
Yet both the fundamental documents and scholars discussing the right to health have emphasized
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its substance, that is, the basic needs the state must
address that constitute factors necessary to attain the
highest attainable standard of health.24 Furthermore,
they stressed that health is key to participating in all
other aspects of life.
Based in part on building enthusiasm for broader
models of participation, other scholars elaborated
detailed mechanisms for advancing participation.
These include regional and national conferences
and permanent or temporary forums that include
providers, patients, and decision makers; localized
health teams; and public meetings and focus groups
to discuss policy changes.25 Under these mechanisms,
citizens participate as policy-makers and as policyreviewers. Such mechanisms assume a public sufficiently informed to make policy suggestions and
demand accountability. To do so, they would need
to have access to basic information to propose and
monitor how the state fulfills its rights obligations.
For many developing and middle-income countries,
that assumption is highly unrealistic. Implementing
ill-conceived mechanisms for participation may
result, for example, in multiple forums in which participants cannot meaningfully voice their interests or
participate in policy development for lack of knowledge or information. Such a scenario highlights the
ambiguity of pursuing participation within a rightsbased approach to health for its own sake.
participation as a determinant of
health: the example of indonesia
During the Suharto regime (1965–1998), Indonesia
was centrally governed, with little authority or autonomy granted to regional and local governments.
Under authoritarian rule, the right to health care was
one of the few core rights retained in the Indonesian
Constitution and supported financially and politically.26 The Indonesian government embraced the 1978
Alma-Ata principles, embarking on a far-reaching
plan to provide access to basic health care services
for all citizens. The central government supplied
nearly 80% of total public expenditure at the regional
level. Grants from the central government for development projects, including roads, irrigation, schools,
and public health, made up the remaining 20% of
local public expenditure. 27
As Indonesia’s Ministry of Health understood participation, its core function was to expand available
resources under a national development strategy that
52 • health and human rights

aimed at local access to an “essential health care package” that would raise the national standard of living,
particularly that of the rural poor who faced higher
levels of social and economic exclusion.28 Gotong
royong, “mutual burden sharing,” aimed to match local
volunteer labor with central government transfers.29
Mutual burden sharing activities included providing
expanded access to toilets, maintaining common
gathering places, and cleaning the floors of houses.30
These basic sanitation schemes brought about reductions in mortality at low cost.31 The central government also trained teams of villagers in preventive
strategies dedicated to nutrition, family planning,
and immunization.32 By 1996, approximately 1.25
million volunteers, mostly women, were involved in
these initiatives. The proportion of births attended
by skilled health personnel increased from 40.7% in
1992 to 68.4% in 2002.33 Although the literature on
gotong royong contains many warnings as to its cooption for government propaganda purposes, the basic
success of this participatory aspect of Indonesian
policy is well supported.34 For example, in their
study of Indonesian women’s participation in local
networks, Jenna Nobles and Elizabeth Frankenberg
found a positive and statistically significant relationship between participation and child health, particularly among mothers with little or no education.35
These participatory strategies complemented
Suharto’s program to establish community health centers (puskesmas) throughout the country in the 1970s
and 1980s.36 The program realized full national health
care coverage by the late 1980s, and encompassed
900 general hospitals and 7000 puskesmas by 1998.37
These centers charged low user fees with the intention of thus ensuring access to basic health care. A
requirement for physicians to provide public service
increased access to health care providers through an
incentive scheme: more remote assignments required
less public service time. The results were gains in
health outcomes, such as declining infant mortality
and incidence of communicable diseases like polio.38
Although Indonesia continued to lag behind other
countries in the Asia-Pacific region in achieving better health metrics, gotong royong, puskesmas, and public service requirements contributed significantly to
improving access to health care in Indonesia and raising health outcomes.39 Between 1980 and 1997, child
mortality for children under the age of five dropped
30–40%.40 For the period 1990–1996, infant mortality rates improved in each of Indonesia’s 26 regions
by about 20%.41 Between 1985 and 1997, vaccination
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coverage increased from 28% to 70%.42 Like food,
water, and sanitation, participation was viewed as an
underlying component of improving the basic health
profile of communities.
political participation
Driven by the financial pressures of the 1997 financial crisis and the demands of international lenders,
the Indonesian Ministry of Health modified this view
of participation as burden sharing to instead emphasize community consensus and planning as a way for
regions to “implement development…in the health
sector, to accelerate even distribution and justice
according to local problems, potential, and diversity.”43 In a report titled “Healthy Indonesia 2010,” the
Indonesian government, with the support of international lenders and Western aid agencies, reshaped the
state’s role in health care provision under three interrelated objectives: 1) advocacy; 2) health promotion/
demand generation; and 3) community participation.44 Instead of mobilizing community resources
toward the common objectives of basic health care
access and enhanced community health, “community
participation” in the new idiom could be defined as:
village-based certification program[s]
[in which] local stakeholders agree on a
limited number of priority health issues,
develop standards for those selected
issues, and then publicly recognize and
reward families that achieve and maintain those standards. These families act
as models for other families to adopt
new health behaviors.45
In order to realize this new vision of participation,
the Ministry of Health partnered with the Coalition
for Health Indonesia (Koalisi untuk Indonesia Sehat, or
KUIS), which is comprised of government agencies and prominent Western and Indonesian NGOs.
These NGOs held workshops and training sessions
aimed at encouraging the formation of participatory
bodies and setting common agendas.46 Preliminary
results from these sessions showed that few medical
personnel or community members knew of KUIS’s
activities; that when they did know of them, community members showed indifference; and that suggested preventive practices were already commonplace.47
While administrative decentralization provided
opportunities for Indonesians to play a role in local

health care decision-making, the quality of the
available health care deteriorated, particularly for
Indonesia’s poor.48 Instead of playing a major role in
setting standards, providing personnel and funding,
and monitoring outcomes, the national Ministry of
Health established minimal standards for services
and public health provision with inadequate corresponding ability to secure or implement them.49
Rather than viewing health care as a public good,
administrations in regions, districts, and subdistricts
viewed health care as a private good that was increasingly accessible on the basis of affordability. The
number of private hospitals steadily grew under the
decentralized regime, while doctors increasingly used
their position in community health centers to “attract
patients to their own private and more expensive services.”50 Without the distribution of physicians under
the public service requirement, local governments
paid large sums to attract physicians, or paid for their
education at the University of Indonesia. Increased
local outlays on health care providers corresponded
with a reduction in spending for environmental or
preventive measures, and “principles of universal
access and solidarity in health services [yielded] to
a market-based ideology and an increasing role of
private insurance companies.”51 District parliaments,
empowered to set user fees, focused on the more
profitable curative approach to health.
Following these changes, preventable diseases that
were in abatement — like dengue hemorrhagic fever,
leprosy, and tuberculosis — reemerged.52 Between
1995 and 2005, childhood immunization rates fell
from 70% to 60% before climbing again.53 Between
2000 and 2006, the number of births in Indonesia
that were attended by skilled health personnel averaged 66% even as the number of village midwives
serving poor Indonesians was decreasing.54
The picture that emerges is one of community residents no longer participating in building community
health centers or maintaining water and sanitation
schemes because 1) the community health centers
could not provide necessary care, and 2) the alternatives were prohibitively expensive. As Hasbullah
Thabrany of the University of Indonesia’s School of
Public Health noted:
Devolving authority and obligation of
health functions to the local governments poses threats to public health.
Since the local government, including
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the local parliament, is an elected body,
the chances of elected officials not having an understanding or commitment to
public health are greater than in the previous “less democratic” government.55

energetically worked in communities attempting
to “put the ‘public’ back into public health,” while
overlooking that decentralization entailed jettisoning
health as a public good. What are the lessons to be
drawn for a rights-based approach?

The deterioration in Indonesia’s commitment to providing health care coincided with increasing opportunities for participation in how local decisions were
made. Yet as an economic and social matter, the
uneducated poor have seen their ability to participate
decline, as many households are at risk of impoverishment from the high cost of care.56
The threat of eroding health standards is demonstrated by Indonesia’s medical card program to
secure access to health care during the 1997 financial
crisis. In that period, the World Bank and the Asian
Development Bank partnered with the Indonesian
central government to distribute health care access
cards (kartu sehat) to protect poor citizens’ access to
health care. The health card entitled the owner and
his or her family members to free services from
public health care providers; these services consisted
of outpatient and inpatient care, contraceptives for
women of child-bearing age, prenatal care, and assistance at birth. Health cards were usually distributed
through local health centers and village midwives and
were based on a list of criteria that reflected need
for assistance. Local leaders were given considerable
discretion and distributed health cards according to
their own views on local need. Distribution at the
local level should have ensured that the poorest citizens would be identified and provided with medical
cards. Yet the program failed to achieve many of its
objectives because 1) many of the poorest citizens
did not know about the cards, and 2) many cardholders did not believe they would actually receive services covered by the cards.57
the right to participation: lessons
from indonesia
The two interpretations of participation as a political
right and as a determinant of health are not mutually
exclusive. Indonesia’s central government could have
retained its centralized financing structure, albeit perhaps not at pre-1997 levels, together with its commitment to providing health care as a public good
while at the same time establishing local, regional,
and national participatory forums. Yet prominent
organizations committed to a rights-based approach
54 • health and human rights

Rights-based advocates must be vigilant in maintaining a unified perspective on human rights, resisting
the persistent tendency to separate and prioritize civil
and political rights over economic, cultural, and social
rights. Political participation alone is no panacea for
improving other rights, such as the highest attainable
standard of health. Within the literature on participation, rights-based scholars and practitioners have
consistently focused on the political right to participation, neglecting its other relevant aspects. As UN
Special Rapporteur on the Right to Health Anand
Grover recently noted, scholars and practitioners are
creating an artificial dichotomy in Article 12 when
they focus on “physical” determinants of health like
adequate food and water to the detriment of “social”
determinants like education and social inclusion.58
A rights-based approach views participation according
to the “sensitivity” of local capacity, that is, to issues
where locals have sufficient information and an individual stake, and a direct link to effecting health care
outcomes. John D. Montgomery, for example, suggests
that local participation makes sense for improving the
diet of preschool children (where local knowledge and
circumstances can have a significant effect), but not
for building city sanitary systems (where local knowledge is not uniquely helpful).59 In the Indonesian context, the central government’s commitment to building
nationwide health infrastructure, while communities
complemented the central effort with low-cost burdensharing, generated significant gains for both access and
improved health.
Yet a rights-based approach must also remain committed to what is known as the “progressive realization”
of the right to health. The concept of progressive
realization is used by rights-holders or their advocates
to delineate incremental obligations of duty-bearers
to fulfill the right to health through, for example,
increased access to essential medicines, emergency
care, and pre- and post-natal care.60 In the Indonesian
context, the efforts of KUSI to expand participation
did not explicitly aim to increase the capacity of community members to hold their government accountable for the “essential health care package” available
before decentralization and to build essential health
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care into the Indonesian Constitution.61 Since 1945,
the Indonesian Constitution has promised some
degree of access to health care, and, since 2000, that
guarantee has been explicit.62 Indonesia ratified the
International Covenant on Social, Economic and
Cultural Rights and implemented domestic enacting
legislation in 2005.63 The deterioration of the central
government’s commitment to provide health care
raises the urgency of incorporating human rights into
the regular and professional conduct of providers.64
A rights-based approach requires a dialogue between
practitioners, policy makers, and participants with
the aim of educating and providing participants with
information, not only about health or sanitation,
but also about their rights to quality care. KUIS is
one example of practitioners who define successful
participation in health care provision merely as participants’ contributions to prioritize their own needs;
rates of voluntarism; utilization; and financial contribution.65 Similarly, many advocates practice a narrow interpretation of the kind of information they
must share with patients and community members.
A rights-based approach to health requires not only
participation via these types of solicited information
contributions, but also an interactive campaign of
promotion and education about human rights.
The failure of the kartu sehat scheme (which still
operates despite known, persistent weaknesses) mirrors the underlying state of Indonesians’ knowledge
of their human rights. In his recent survey of efforts
to litigate social and economic rights in Indonesia,
Bivitri Susanti noted that 97% of Indonesians with no
formal education were unable to name a single basic
human right to which they were entitled.66 Although
anthropologists, lawyers, and human rights-activists
have studied the awareness of human rights in both
rural and urban populations, similar studies in the
right-to-health literature are scarce.67
Addressing the gaps in information faced by local
participants and reaching across areas of human
rights activism will play fundamental roles in realizing the human right to participation as both an
end and a means. Citizens armed with knowledge
of human rights are better equipped to demand
action from local government and hold it accountable. Rights-based advocates are well-positioned to
encourage the incorporation of human rights curricula into Indonesia’s growing number of educational
institutions for public health professionals. Because

institutions are being established rapidly (although
perhaps not thoughtfully, as they are driven largely by
the promise of tuition revenues), the comprehensive
nature of this essential education is currently being
compromised.68
Besides holding local governments accountable,
informed citizens may also be able to force governmental accountability through legal action, although
that promise is distant. In the words of A. Patra
M. Zen, “[economic and social] rights in principle
have become constitutional rights, but they have not
become rights. That is to say, they cannot be enforced
using the domestic legal framework.”69 While the
Indonesian judiciary continues to confront serious
corruption and bureaucratic challenges, civil society
organizations are increasingly effective at using the
courts to vindicate rights or draw attention to public
health threats.70 In 2003, a Jakarta court ordered the
government to take “necessary concrete measures”
to feed, shelter, and provide medical care to migrant
laborers who had been expelled from Malaysia.71
Whether through local activism or through the
national judiciary, health professionals are uniquely
positioned to provide local residents with important
information regarding their health, including human
rights. On a day-to-day basis, these professionals are
already actively translating traditionally conceived
“health information” into the local vernacular.
Rights-based public health professionals are aware
of the major conventions establishing fundamental
rights and can communicate that understanding to
their patients as well as to other individuals in the
community.72
conclusion
While the Vienna Declaration officially ended the
indivisibility of political rights and social rights,
the distinction persists in important scholarly and
policy-making circles. The right to participation presents a unique challenge for the effective realization
of the Vienna Declaration’s unifying aim.73 In the
Indonesian context, the expansion of political participation occurred contemporaneously with a diminishing commitment to access to basic health care.74
Civil society groups committed to the environment,
public health, and the rule of law supported not only
the downfall of Suharto but the decentralization of
political authority in the name of political participation.75 However, the result of decentralization has
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not improved health outcomes or bolstered political
participation among Indonesia’s poorest and most
marginalized citizens.
Participation as a component of the right to health
requires a commitment to the idea set forth by the UN
Committee on Social, Economic and Cultural Rights
that “[h]ealth is a fundamental human right indispensable for the exercise of other human rights.”76 In his
essay challenging public health orthodoxies in health
and human rights, Paul Farmer phrased it this way:
In short, I advocate, as a public health
activist, reversing the present priority which places civil and legal rights
first and adjourns substantive rights
for another day. It is when people are
able to eat and be well that they have
the chance to build democratic institutions.77
We must recognize, first, that access to health care
is and must be a public good from which no person
can be excluded as a matter of right. We must also
recognize that participation as a component of the
right to health is different from, yet works in partnership with, participation as political inclusion; and that
“health information” and “human rights information” are equally important to realizing the highest
attainable standard of health. Until we recognize all
three of these principles, the existing commitment to
political participation remains one that is misdirected,
since it may not only fail to achieve improved health
for communities, but may delay the more meaningful
ability to have a say in how decisions are made that
affect their lives.
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